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>> ROBBIN BULL:  We thank you for attending today. We will get started in about five minutes. 

It looks like we have just one more minute. 

Okay. It looks like we are at the top of the hour. This is Robbin Bull at the National Center on Deaf-Blindness, and I would like to get us started by welcoming everybody. I'm just going to go over a couple of housekeeping items before I hand it over to Minnie Lambert, who is going to be introducing today's speaker.

I have muted all of the phone lines to alleviate all background noise. And, we would like to ask that you keep your phones on mute, unless you're going to be speaking. That will help us to keep the noise level down. There will be a time for questions and answers at the end of the webinar, and you can type your questions in the chat pod at any time during the webinar, and it will be monitored throughout.

And, at that time, if you want to come off mute, we will put the comment in the chat pod for you to be able to come off mute if you would like to speak to ask your questions during that question and answer session. I do want to let you know that this webinar will be recorded and archived and posted on the CHARGE Foundation website. I do want to ask that you be mindful of your comments in the chatbox and refrain from writing any personal or sensitive information, as it will be available for public view.

With that, I am going to get the recording started. And, Minnie, you can go ahead and get started. Thank you.

>> MINNIE LAMBERT:  Hello, everyone, and welcome to the CHARGE Syndrome Foundation's webinar entitled, The Power of the Deaf-Blind Network: How Can it Benefit You?

My name is Minnie Lambert, and I am a board member with CHARGE Syndrome Foundation. We are thrilled to have you join us tonight. We also are joined by Joanne Lent and Jody Wolfe with the Foundation, and I will pause for a brief second and let them introduce themselves.

>> JODY WOLFE: Can you hear me? 

>> ROBBIN BULL:  We can.

>> JODY WOLFE:  I just want to make sure that I unmuted correctly. This is Jody Wolfe. Thanks, Minnie, I am the Director of Administration for the CHARGE Foundation, and I am happy to participate in tonight's webinar.

>> JOANNE LENT: Hi, this is Joanne. 

>> MULTIPLE VOICES: Hello, Joanne.

>> JOANNE LENT:  I’m the Secretary of the Foundation. I'm happy to be here and find out how the Foundation can work more closely with the rest of the Deaf-Blind Networks. I wasn't expecting to have to say something tonight. [LAUGHS]

>>  We're glad you're here.

>> MINNIE LAMBERT: It is an honor for me to be able to introduce the presenters tonight, Sam Morgan, Co-director of the National Center on Deaf-Blindness, and Megan Cote, Family Engagement Initiative Lead with NCDB, and also, a board member of the CHARGE Syndrome Foundation. As you know, the CHARGE Foundation is a not-for-profit organization that provides support for individuals with CHARGE syndrome and their family. Our vision is a better world for individuals with CHARGE syndrome. If you like the work you see tonight, I believe the work the CHARGE Foundation does with CHARGE syndrome individuals and their families, please consider becoming a member of the Foundation or making a donation through the website. Sam and Megan will make their presentation, and there will be time for questions at the end, as Robbin has stated. If you have questions, please be sure to write it in the chat pod on the right side of your screen, and we will be sure to cover as many as time will permit after we have shared. Thanks everyone, for joining us this evening, and I will pass it off to Sam and Megan. Enjoy, everyone.

>> SAM MORGAN:  Thanks so much. Megan, do you want me to just start it, to get going?

>> MEGAN COTE:  Sure.

>> SAM MORGAN: Thanks, everyone, for having us tonight. I really appreciate it and I hope that you will learn a little bit about NCDB and the Deaf-Blind Network tonight, both on the larger scale of some of the larger issues in the field as we view them and also, your opportunities as family members and as an organization, with charge foundation syndrome to participate in some of the larger work that is going on.

The other side that we're hoping to present are some resources that are useful for family. That is how we are going to split the presentation. I will talk about some of the larger issues around deaf-blindness and NCDB the network, then Megan is going to dig into some specific resources that NCDB has for families that hopefully would find helpful.

It was nice, I just looked through the participant list, and it's nice to see some familiar names there. Some people I know recently, and some from the past. That's really nice. Thanks for being here. 

Objectives for tonight, this is always how we operate, we want to have some specific objectives. Really, two things. The first is to learn about NCDB and efforts in deaf-blindness. Then, this specific piece about what NCDB and the DB TA Network has to offer families. As I was looking over my slides this afternoon, I realized we don't define what we mean by the Deaf-Blind Network, first of all. Then, by technical assistance, as well. We will talk about technical systems a little bit.

But the deaf-blind system as we envision it at NCDB is the State Deaf-Blind Projects and NCDB, which is the National Center on Deaf-Blindness, as well as the family organizations -- specifically, CHARGE Syndrome Foundation and NFADB. Then, we have some partners that are, we have some emerging to work with. That is how we envision it. When I use that term tonight, the Deaf-Blind Network, that is really what I'm talking about, and I will try to be as specific as I can. If I am not being clear about some definitional things, please put a comment in the chat pod. I will pay attention to it, and that will prompt me to be a little more specific. 

We do have a poll, and I am going to use a few polls to pull a little bit more information out of you guys. This is just to get an idea of how well you know NCDB, just to give me a frame of reference. If you guys can just put your vote in there. And, you can only choose one. Okay. That looks like we've got everyone.

First of all, it's obviously encouraging for me, and I'm sure for Megan, too, that the majority of you know about NCDB, of the products and what we do. So, some of our messaging is clearly getting out. Then, there's a group of you guys who are not familiar, and hopefully tonight will make you familiar. The other thing that I would just say to everyone is that, as a family member, please reach out to anyone on staff at NCDB at any time. Megan is the Family Engagement Lead. She is the main contact for families. But you can reach out to anyone on staff, and all of our information is on our website. And I would really encourage you to do that.

Let me get into a little bit of the meat of the presentation here about NCDB so you can understand how we are organized and what we are really focused on. So we focus on two main goals, and all of our work really falls under these two goals.

The first one is what we call TA, or technical assistance. The goal of that is to improve State Deaf-Blind Project child specific technical assistance processes and delivery and also their systems change efforts.

When we say child specific TA, we mean the support State Deaf-Blind Projects give to families and school districts and service providers to improve services, interventions, work with that individual child.

When we say system change efforts, we really mean some of the larger work that's going on around trying to improve the actual services that happened. And, that happens both at the state level with the state deaf-blind project student, we support them in that network, and also at the national level that we do work with a range of organizations. That is what we mean by technical assistance, when we say that. There may be some of you tonight who have been touched by some of that technical assistance we do a State Deaf-Blind Project, and there is some of you who have not.

The second main goal that much of our work falls under is information services and technology. And that is really our product and our website -- a lot about public facing work that most of you have probably seen. When you are thinking of NCDB, you are thinking about the products and that kind of thing. So we are developing new products all the time. We have some in the pipeline right now. We’re also revising some new ones that are in the process of developing a new website.

A big, overarching thing that you should be aware of as families is that, as we're developing this new website, we're shifting a lot of our information, that historical legacy information that is on our website, now. So it's not disappearing at all, but for us as a National Center, we need to focus on some of the things, so our library and resources are being transferred over to Perkins. Jennifer Arnott, the librarian at Perkins, is also on staff at NCDB, and she is always available to answer questions.

If you are wanting to do some of that deeper research, especially I am thinking about the CHARGE Syndrome Foundation, or you might be writing a grant proposal or working on a specific type of document, so, heavy-research stuff, you can go to that Perkins and information will be available to view -- and probably in a better way than is on our website, right now, which we know can be a little confusing. The website, I think, is going to be more user-friendly and will have more core information on deaf-blindness.

Let me just look in to see there is nothing else.

In terms of family-specific products, that is really what Megan is going to talk about in a little while.

So, the other way that our project is organized is we organized along initiatives. These initiatives really contain two pieces. They can take technical assistance, the piece that we talked about about State Deaf-Blind Projects, and support for other organizations and also work that we do on the national level.

There's that piece and then, the other piece is the product piece. The two main goals are in each of these national initiatives. I think they're sort of self-explanatory. I don't want to go into too much depth. Megan will talk about some of the family work. 

We have another poll, and I am interested in hearing, from your perspective as family members, which of these initiatives might be important to you? Robbin, if you can pull that poll up, it would be great. You have to type an answer in here. We did not make it multiple-choice. 

If you guys can think about that, maybe around the age of your child, it may be an area of interest that you have done some work in. If you guys can answer some questions in that poll about which one of these national initiatives might be important to you, then I can sort of get an idea and maybe talk more about that.

That's great. Interveners. Transition. Transition. Okay, great. Let me just talk about two things right now, across these initiatives, because there's definitely some themes here. 

Robbin, has everyone had a chance to type? Twenty-one answers, that's good. Not changing anymore? I am going to talk just for a moment about Interveners, and I will talk a little bit about transition initiatives, because those seem to be the ones that are most people, areas of concern. That makes total sense to me. 

So the Interveners and qualified personnel piece, some of you may know about the material that has been produced there for the training of Interveners. And, certainly families, that's available on our website, and families are welcome to use that, as well. It's used pretty extensively by the State Deaf-Blind Projects, both for training Interveners and also for the professional development of teams. So that, I think, is a very useful resource for families to know that. 

The other one is the IEP guide for Interveners, and that might be really, really useful for families. You can go on our website and look at the Interveners and qualified personnel area. Again, if you can't find something and have a question, shoot one of us an email, phone call question, whatever works for you. Those are the two off the top of my head that would be most useful. There is also national work going on about us supporting State Deaf-Blind Projects and trying to get Interveners acknowledged in their states. There is a vast array of how advanced that network is. Some states have [indiscernible] and their education regulations, and some states don't even recognize it and want to talk about it. I don't mean the State Deaf-Blind Projects. I mean the Department of Education, etc. So there is really a wide range of how that's being implemented in states.

The transition initiative, what we are really concentrating in this grant cycle, is, first of all, we're concentrating and we have more effort going into transition. We have put out a set of transition recommendations that you might have seen, and those are specific for State Deaf-Blind Projects to think about what we need to do around transition. Those are really focused on employment, because that's where transition is really focused, nationally. And, we're really focusing on customized employment, which is really ongoing employment support for people who are deafblind and really specifically, people who are deafblind with additional disabilities.

The other resource that you might be interested in and that is interesting to you as families is the READY tool, and it could be worth you taking a look at the READY tool if your child is even approaching transition age. For this tool, the transition does need to start very early. Officially it starts at 14, for us it starts at 14. If your child is anywhere approaching that age, the READY tool could be very helpful for you in  thinking about transition for your child.

Michelle, “Transition to what?” That's a really good question. Transition to adult life is what we mean. Again, adult life has a whole number of facets, doesn't it? Employment. Living options. Recreation. Healthcare. There are myriad issues for children and youth who are deafblind talking about transition to adult life. Again, at NCDB, we're really concentrating on the employment piece.

Victoria, yes, how to get states to recognize Interveners, would love to know how we make states adopt the language. Victoria, it's a huge advocacy thing. Another thing that's on our website that might be interesting for families who are interested in doing some of this national work around getting Interveners implemented is what we call Intervener implementation success stories, and these are states that have successfully gotten Intervener language into their regulations., But that language looks like and how they have done it. It's different for every state, and work is really interesting.

Again, Kristi Probst is Intervener and Qualified Personnel lead, and [indiscernible] we could assist in helping people to think about that, you partnering with your state Deaf Blind Project or with other people in your state who might be the obvious stakeholders in that work. So we are involved in systemic change there, and would love to have families involved. That's great.

Let me move on, because time is ticking here. I want to talk about some of the project wide themes. These are these bigger things that we are working on, and these really are around some of the national work that we are doing and [indiscernible] partners. Just a little background noise. Okay.

These are some of the larger work that we're doing with national partners. And I say national partners, these can be nonprofit organizations, family organizations, other technical assistance, other technical assistance organizations that we work with. So, it's sort of a wide swath. These are other organizations that have some of the same shared interest that we do.

So the first area is around identification and referral, and obviously, we have a concentration around EI. But, we are also thinking about it across the age range. And, there are some specific problems, sort of regulatory language problems that we're dealing with, and then, simply, recognition issue -- recognition of deaf-blindness as a unique disability. There's a really wide swath of work there that is going on.

There are also some of the specific sub populations that are under identified. Certainly, shoulder with additional disabilities and deaf-blindness. Deaf-blindness is under-identified in the population, we think, quite significantly. And we are also seeing less kids with Usher syndrome being identified. Those are two examples. But really, under-identification really runs the gamut. 

Another thing we're thinking about is professional development. This is going across the Initiative, across Family Engagement and the work with the Family Engagement Coordinators. It’s obviously in Interveners and qualified personnel, which is Interveners and teachers. It's in transition and thinking about adult service providers and how we get information on deaf-blindness to them and it’s also in early intervention and thinking about doing work around early intervention providers and really having the skills they need to work with kids who are deafblind. Again, that's a really large theme that runs the gamut of our project.

Other things to talk about, first of all, sort of the systemic TA that I have been talking about and there really are a few pieces about that. I will talk in a few minutes about advocacy versus lobbying, and some of the things around that. But, know that the systems TA include some of that work, but also includes work with State Deaf-Blind Projects and other stakeholders to really think about everything from what is the problem that we're trying to address and solve, to really developing implementation teams and bringing people together to work together, because these are not problems that any one person or organization can solve on their own. They tend to be incredibly complex, and you need to have also by people and stakeholders involved to really make progress on them. These can be anything from developing programs like developing an Intervener training program to changing policies around Interveners -- which is what we talked about, potentially, procedures around identifying children who are deafblind. So, it really does run a large, TA and systems, TA runs a large gamut.

National partnerships and networks, we talked a little bit about this already. Again, the family organizations, the two that I know you guys are obviously very familiar with are CHARGE foundation and [indiscernible].

I am interested, people who are here tonight, do you know about your parent center, what your parent center is? You can just put in the chat. I do...

Minnie, I know you do, which is totally awesome. I love it. Parent center, no. Okay. Sort of a mix. That's good to know, because we are, actually, Megan and I are doing quite a bit of work with the umbrella organizations that support the parent centers. That is good to know.

Lastly, on the project wide themes is the qualified personnel piece. I talked a little about this around teachers and Interveners. The other one is the Family Engagement Coordinators. Megan, are you going to touch on this later?

>> MEGAN COTE:  Yeah.

>> SAM MORGAN:  I will leave that for her, that's a really important piece, really increasing the skills and capacity of foundation coordinators to serve and support families and partner with other organizations, as well. 

So I do want to.... Hang on one second, I need to take a step back. I have my notes here and I'm going back and forth. We do have another poll, because I want to know little bit about State Deaf-Blind Project. Can you bring that one up, Robbin?

I am interested in your State Deaf-Blind Projects, and how much you know about them, how deeply you have worked with them, etc. If you guys could type in there, that would be great.

So most of you do. Excellent. [indiscernible] I am in Canada, my Province center…. Megan put a link in the chat where you can find your parent center. If you don't know about your State Deaf-Blind Center, it seems most of you do, but if you don't, you can go to the NCDB site, then there is a directory of state projects there. Thanks, Robbin. Now I can move on and hopefully stay on task, here. 

I do, I did want to say a few things around OSEP. It stands for The Office of Special Education Programs. That is the special education arm of the US Department of Education, and it is who funds us. What I think is important to mention, OSEP, in many ways, not in all ways, because special education is a large field with many different organizations, but in a lot of ways, OSEP, what they say is important really has a pretty significant impact on special education, nationally. And, they do have quite a bit of leverage. So it is important to pay attention, a little bit, to what they're talking about.

One thing they talk about, for us specifically, is around network behavior and collaboration in our deaf-blind TA network. They essentially say that they view us as one organization with many different arms, I could say. And that we need to all be collaborating together, deeply and significantly. I would say that they also have that view of us and the State Deaf-Blind Projects to be collaborating with family organizations -- definitely the parent centers, not even a question, but also some of the other family based organizations like CHARGE and NFADB. It really does benefit all of us, that collaboration. But that is an important value for them. 

The other thing that is really important for them, the expectation for us, is  increasing access to professional development. Over the next few years you will see how those things take shape out of NCDB in terms of increasing resources for professional development.

The other two things that are really critical, and this is not only true for NCDB, this is how they nationally view special education. One is access to the general education curriculum. When they talk about access to the general education curriculum, they're not only talking about inclusion in the general education classroom -- they are talking about that, too -- but the setting or place your child is included in, whether that be fully included or in a separate, private school for children with special disabilities. If they have access to the general education curriculum, they should be educated in the general curriculum and that should be adapted for them to the extent necessary so they can have access to it. 

So that is a real, there are states that have really embraced that and there are still states that is a real shift for them. But that is an enormous issue that has really deep implications across special education. That's really important to be paying attention to that as a family and also, obviously, as a family [indiscernible].

The other one is communicative competence. That relates to access to the general ed curriculum, too. But basically, that is that every child should reach their maximum potential for communication. From OSEP's perspective, even though we have a, probably a broader idea of what that means, and as family members, I am sure you do, but for most of, from OSEP's perspective, it basically means a child can better access instruction. They have the communication and language to be able to do that. Big emphasis on communicative competence nationally and also expectations of us. And again, you will see some of these things coming out. We're doing some work with some other universities around this, and you will see some of these things coming out in the next year or so.

Megan is putting some good information in the chat pod there, which is good, because these are some little details that I have probably overlooked. I am in my bubble where I assume people know these things, and they probably don't. So thank you, Megan, for doing this.

So, I want to talk a little bit about advocacy and lobbying. And I want to talk a little bit about, the reason I want to talk about it is that I think -- and I shouldn't say only me, but at NCDB -- we see it as critical to the field of deaf-blindness and the quality of the services that your children get. That's that families be involved to the greatest extent possible in advocacy efforts. It is just absolutely critical. 

And, when I talk about advocacy efforts, there's certainly the advocacy efforts that you, as family members, are doing in, to benefit your individual child. And that is just, obviously, hugely important. I don't need to say how important that is -- so attendance at IEP meetings and your advocating for appropriate instruction and services and everything you do for your child. But there is also advocacy around the larger issues in education and deaf-blindness.

For a little historical perspective, I think there used to be, it used to be that professionals and organizations had a lot of clout in advocating around specific issues in special education and in deaf-blindness, specifically. We don't need to talk specifically about what those are. But they could have been myriad things. It’s not that professionals and professional organizations are not important in that, but the importance of family members has really become primary, and that's a good thing. But I think what that means for us as a field of deaf-blindness means to get families involved in advocacy efforts is really, critically important. I will just say that as an umbrella. 

The other thing I want to talk about is the difference between advocacy and lobbying. So you understand what we can do at NCDB and what the State Deaf-Blind Projects are able to do and what you can do as individuals. NCDB and the State Deaf-Blind Projects, we're limited in what we are able to do, because we're federally funded. And we absolutely cannot lobby, no question. We are able to advocate to a certain extent, but there are limits around that. We can, for instance, say around early identification, write a position paper around why it is important but what are the problems with it. We can't go out and specifically lobby or advocate for a specific piece of education. We'll talk a little bit later about some of the current and developing issues.

Those are the limitations for us. You, as family members, individuals, are allowed to lobby. That means you can go and contact your state representative, or city council person, your Congressman, around this specific issue around funding or legislation for those types of things. You are permitted to do that as an individual.

What non-profit organizations such as CHARGE syndrome and NAFBD are allowed to do, they can do some advocacy, but there are strict guidelines around it. I am not sure if CHARGE Syndrome Foundation have started to think about that, what they are able and not able to do, I know [indiscernible] are doing that, IRS requirements and blah blah. But the IEP [indiscernible], it is critical you are part of that. You will see on the slide some professional organizations -- DB Coalition, CEC division -- you may know about. They are really getting reorganized. They now have nonprofit status, and they are starting to get themselves organized. This really is the coalition of organizations in deaf-blindness that advocate around particular issues and needs for individuals who are deafblind and their families. Then, you will see the list of family organizations there, we talked about those, especially some of those other ones that we're starting to work with, as well.

That is my spiel around advocacy and lobbying. I'm always willing to have conversations with people around some of that. And there are obviously, other people at NCDB who are, as well. And, Megan can certainly help you talk about that and the pro-con, as well. I would also encourage you to, and I am talking to the family members here, to talk to the CHARGE Syndrome Foundation about it. Talk to [indiscernible] and what can we do and what can’t we do, because it is an important conversation to have.

Just to talk about current and developing issues around advocacy and lobbying in deaf-blindness, I am assuming most of you have heard of Cogswell Macy, or not? That would be another thing to put in the chat pod, if you have heard of Cogswell Macy or not. Can you put in the chat pod yes or no? Yes, yes, yes, yes, okay. So the vast majority of people have, which is great. A few people haven't. But, if you just Google Cogswell Macy Act, it will come up, probably on the American Foundation for the Blind website which has some good Cogswell Macy information on it. Essentially, a piece of proposed legislation in blindness, deafness and deaf-blindness. It really covers some of the critical issues around identification and around services and funding for kids who are deafblind. That people's sense of it is it has been introduced again in this Congress, but people's sense is that it is going to be a tough, uphill battle to get that through.

I think the other piece, thing to be aware of is the reauthorization of IDEA, which is the special education law. It's not on the horizon at all, but the sense of people in Washington is that if it does come up -- and potentially could, depending on politics, obviously -- but if it does come up, that that would happen quite quickly. So now is the time for us, as a field, to really be getting ready to think about IDEA and what are the issues that we, as a field, that need to be addressed in there for kids who are deafblind. 

From our perspective, there's a number of issues, but really the communication [sounds like] is the thing we think is difficult. Basically, the language makes it difficult to identify kids who are deafblind with additional disabilities as deafblind. They get categorized in different ways and that has implications for us in the field, pretty significantly. That is one of the big ideas in IDEA, and there may be others that you have as family members that we are not even thinking about. Just so you know, now is the time to think about reauthorization of IDEA, and what issues you would see as important as family members.

Jacqueline put in the Cogswell Macy. Thank you, Jacqueline. And so did Megan. The information is in different places, but it is good to know.

There may be a lot of information that professionals and family members and people in the field feel maybe [indiscernible] idea, and I would feel that way, too. But those are a couple of things to be aware off.

I want to do one more poll. That is, if Robbin could pull that up, it's just a text box question. I'm interested in which of you have been engaged in advocacy and lobbying efforts, and if so, what types of things have you done? So you can type in yes, and I have done this. Or, no, I haven't.

Letter writing. Great. So there's a mix of people who have, and people who haven't. For the people who have, thank you for being involved. And, for the people who have it, just know that there's opportunities out there through family-based organizations to get involved in advocacy work. Yeah. Thank you, Robbin. 

Okay. Megan is putting down information there about NFADB. Deafblind awareness day, that is a great activity if your state does that. I know it's done in Utah, every year. I can say it is absolutely one of the contributing factors to why Utah has such a well-developed set of services for children and youth who are deafblind. Absolutely a contributing factor. And it's a really great thing that they do, and it's interesting for other people to think about, I think, and states. And certainly, in Utah, if anyone is interested, I know the folks in Utah, there are a lot of people involved in that in Utah and they would be willing to talk about it. It's a really interesting and good activity.

Are there any questions about the larger stuff for me? You can put it in the chat pod if you want. We're going to sort of shift gears now and Megan is going to talk about some of the family resources. The other thing is, again, please feel free to reach out to me at any time. Really, I mean that sincerely. The best way to reach me is to email me. You can go to the NCDB website. My email is there. I love to hear from people. I love to talk to people about all these kinds of larger issues. Certainly, if you have suggestions or thoughts for NCDB, feel free to shoot me an email, find a time that we can connect on the phone. It would be great. So, thanks.

All right, Megan.

>> MEGAN COTE:  Thank you, Sam, and thank you everybody, for hanging on. I am going to get into the meat of the Family Engagement work at NCDB, and I have put in this PowerPoint links to directory resources that I think, as family members, you may be interested in taking a look at, because they can help you in a myriad of ways. What you see right now are live links to resources which, after this webinar, the CHARGE Syndrome Foundation will be archiving they will recording of this webinar, the transcript of this webinar, as well as the PowerPoint, so you will be able to have access to all of these links. If you are to click them now, they're not going to open, I don't think. But if they do, please don't go away from me. Come back to the slide. [LAUGHS]

What I want you guys to know is that we have a dedicated section called For Families on our NCDB website. It's chock-full of resources -- resources for Spanish-speaking families, resources for if you want to view family stories because we highlight and feature different stories. There are local connections to State Deaf-Blind Projects, etc., on that section of our website. As I mentioned, in the For Families section is where we have Families Matter Stories. There happens to be a story that we featured a young man with CHARGE syndrome and his family. So if you haven't had a chance to check that out, you will definitely want to. They are powerful vignettes about experiences that families have had in raising their loved one with deaf-blindness.

On a monthly basis, on the first of every month, I put out something that is called a Family Learning Opportunity Flyer. And those are posted on the Family Engagement initiative engagement homepage of the NCDB website. So you can look for those coming out at the first of every month, and we try to feature things that we feel would be relevant to increase family knowledge and skill and get connected to other families across the country. Our most recent one followed the CHARGE webinar that we're all on today, and additional ones that are coming up -- so, cool opportunities that exist for families [indiscernible].

The other thing is that NCDB has both a Facebook page as well is a Twitter account. So we are constantly putting out, every Friday, something that we call Friday Family Fun Facts. That is a total mouthful to say, but we collect stories, little facts from families, two to three sentences with an accompanying picture or two, or maybe an extremely short video, like a minute or less, that we put on our Facebook and Twitter account every Friday. And, those have been really fun to connect from families across the country. So if you would like to share any with me, I would be happy to receive them from you. There is a required permission slip form we have to have you fill out so that nobody gets upset with us posting pictures of your family across the Internet. But just email me, and I am happy to hook you up so that we can celebrate your family. 

These have been really amazing for so many reasons. One, they help people following allow them to understand the breadth and depth of what it means to be deafblind. And it also, too, allows families to see other quality things that families are doing across the country and inspire you to try new things. So I encourage you to pay attention to our Facebook page and celebrate with other families. [indiscernible] the fun fact we put out last Friday reached over 30,000 [sounds like] people, which I think is remarkable when you consider we only have approximately 10,000 kids ages birth to 21 on our National Child Count. We're reaching way beyond our deafblind network, which is [indiscernible] relating to advocacy and deaf-blindness and even CHARGE syndrome, as well. A lot of the times, the families we feature have kids with CHARGE.

The other thing is, we have about 100 families annually who have individuals who die that are on our National Child Count. So we have compiled a list of resources on our website for families who are grieving. And we also offer, in collaboration with the National Family Association for a Deaf-Blindness and some members of the CHARGE Syndrome Foundation, we offer free, online peer to peer support for family members who have experienced loss of their loved ones. It's important to note that resource is there. I hope you never have to use it, but if you know someone has experienced loss, it would be a good connection for them.

The other thing that is also in collaboration with the Deaf-Blind Network is something called Family to Family Communities. These are little subgroups where there are families from all across the country that have kids with different needs and ideologies to get together on a monthly basis and just talk to each other. So they're sort of online peer to peer support groups for families. Those are available and free to any family, as well, and the information is available to you on that link. They tend to run the school year. So right now, we're in the middle of a cohort of families who are going through that, and sign-ups for next year, next school year, I should say, will start in the late spring, early summer, and the new groups will begin in the fall of 2020. But you can learn about them and follow and watch. Also, when new group enrollment comes out, we will be pushing out information on our NCDB website as information is available. And that work is spearheaded by the Georgia Deafblind Project, so we go a huge amount of gratitude for Carol Darrah for leading out that work.

The other thing I want to mention is that [indiscernible] individuals, for those of you who are maybe just listening to this webinar and may not have access on the screen, we serve individuals birth through 21, that's how NCDB is funded. And most of our resources are relevant to individuals beyond the age of 21, but I want to make you aware that every family has a Hellen Keller National Center Regional Rep in your state, and they take over supporting individuals with deaf-blindness and their families at 22 and beyond. If you haven't met your Hellen Keller National Center Regional Rep, I strongly encourage you to go to their website, see who that person is and do some outreach to them. I know that each Hellen Keller Rep has a different amount of bandwidth for what they can do to support families. Regardless, it would be important for you to have a conversation with them, introduce yourself, give them the age of your child, make sure they know who you are and that they have you on their registry of individuals [indiscernible].

The other important link that I also put in the chat pod when Sam was speaking about the. Centers was the connection to your local parent center. If you have not reached out to your local parent center, that's another great resource for you. They do a lot, and  Minnie can attest to it, it was also on the scale, she works at a parent center, they do a lot of training around IEP, what your rights are, how to get involved in the IEP process, they often do statewide training and direct support to families. And all of their services, again, are free. So it's another connection to you, locally, that you could act on. 

I am going to pause for one minute and look at the chat pod, because there is a lot of goodness going. Patti McGowan put that Day on the Hill is February 26 from 8:30 AM to 5:00 PM, a Capitol Hill Advocacy Day Summit where there is a legislative briefing on advocacy issues for professionals, parents, deaf school alumni and high school students, and then, prearranged meetings with congressional representatives sponsored by Conference of Educational Administrators of Schools and Programs for the Deaf. So this is a really amazing opportunity for families to get involved with advocacy. So if you live the Washington DC area, this would be something for you to absolutely try to go spend time doing and get involved with.

Also, too, Patti has put in here, which is very kind, if you are a member of NFADB, please email her, and her email is in here, which is patti@nfadb.org, because she wants to make sure to connect with other families who are going to be there. Susan Bashinkski has put in the chat pod a direct link to all the different Hellen Keller National Centers and their reps. Those are some good resources for you guys to check out. For the family section of the NCDB website, all of the national initiatives which will be under the initiatives tab, and to check out everything that is on the Family Engagement and Initiative homepage, because we have a lot of good resources for you there, as well. 

So I am going to stop talking at you, as well as Sam [indiscernible] at you, if anyone has any questions for us, feel free to unmute your phone or put your questions in the chat pod with any questions you have and we will ...And I see that Robbin is typing. She is saying if you want to unmute your phone, you #6 to unmute then, *6 to mute, again. Hello? I hear someone. That's exciting. I know we were so clear they don't have any more questions, Sam, or we put everyone who joined us on the webinar asleep, or they're looking at all the links in the chat pod. One of those three things have happened.

>> SAM MORGAN:  All may be true! I would, again, just encourage, I think that there is sometimes this concepts that oh, I'm a family member, you shouldn't reach out to NCDB. That's just not true. Really, feel free to get in touch with us. For us to have a direct connection is important.

There's a question from Joanne, "Sam, you said the focus is on work. What about those adults who won't do anything resembling what we typically think about as work?" That's a great question. The whole focus around customized employment is focused on those youth and adults who would typically be thought of as, first of all, not employable or, if employable, certainly not within the traditional boundaries of what we think of as employment. So the customized employment movement is really based on that concept, and really thinks about employment really much differently, and around specific interests.

I think what's going on out in the customized employment movement is that there's some things that happened in the, not to be too dry, but basically in the rehabilitation legislation and regulations, that requires states, now, vocational rehab departments, developmental disability services and these types, to first of all, to spend 10% of their money on transition. So that's a huge change, and a lot of states, honestly, are struggling to do that. Some states are more successful than others. 

But in doing that, it's making them serve a population of kids they haven't in the past. I'm not going to say it's perfect by any stretch of the imagination. But what is happening now is the there is, finally, in a number of states, some movement toward meaningful employment and meaningful transition services for youth and adults who have additional disabilities. That has inhabited the past and it's starting to happen, again. It's slow. It should be happening a lot faster. Some states are ahead of others. But it is a meaningful shift that's going on right now, and it feels like there's opportunities that didn't exist. So that's what I would say to that, Joanne.

The other thing I would say is that even though we're concentrating on employment, that doesn't mean other things aren’t important. Recreation is hugely important for all of us in our lives. I don't know if that answers your question, or not. But I hope I did.

Julie, "Is there a list of states who have adopted Interveners?" Yes, if you go to our website and go to our Intervener and Qualified Personnel section, look at the success stories, you will see the states that have specific regulations around Interveners. So yeah, that information is there.

Jim, my daughter.... Jim. I don't know if you want to retype again? Megan put the Intervener information in there. Patti said, :We have a great relationship with our parent center, do other states find that their parent centers have knowledge around deaf-blindness?” That's a great question, Patti. 

Victoria, do we have a list of states that are doing a good job with DOR and job placement? Victoria, I don't know what DOR means. Can you expand on that?

Hollie, “If we know of a deafblind student in Minnesota that did not receive access to any curriculum, do we recommend the parent and guardian reach out to the Office of Special Education, or can they work through NCDB?” So, Hollie, first they should reach out to the Minnesota Deafblind Project, for sure. That would be their first point of contact. But if they felt the need after that, they can certainly reach out to us. It sort of depends where they are in the whole legal process. There's a lot of factors that play into that. But also, feel free to reach out to me if you want to have a conversation, or Megan if you want to have a conversation about that specific, we would be more than happy to talk to you about it.

[bookmark: _GoBack]Department of Rehab, thank you, Victoria. Do we have a list of states that are doing a good job, Department of Rehab, and job placement. There are a few that are emerging. I don't know off the top of my head. You can contact one of two people and find this information on our website, again. You can talk to Mike Fagbemi, who is the lead of our Transition Initiative, and you can also talk to Ellen Condon, and Ellen is a consultant who works with us part-time and she is a nationally known specialist in customized employment. So I would encourage you to reach out to either of them.

Hollie ... “MN's PACER center is amazingly helpful for our DB daughter.” 

[MUMBLES]

Here's the sort of lay of the land around Interveners, I guess. We know it's not in the federal law. If that were ever to happen, either through  Cogswell Macy or IDEA, states would be required to do something about it. Right now, they are not required to do anything. It really is contingent on people in those individual states to advocate around that. 

You will see in those success stories it happens in different ways. Sometimes it happens through education, and sometimes through [indiscernible] and that depends on how the states formulate and make educational policy. For some states, it has to go through legislation. For others, the state education department can do it through resolution. So it just depends. You have to figure out the lay of the land for your state. But again, states that are interested in doing that work or families that are interested in doing that work, they can reach out to Kristi Probst. We have some decoders in our state that are interested in doing this, how can we get them organized? We can have a conversation with you around how to get organized around that issue, so some of that support is available around that.

IDEA is the Individuals with Disabilities Act, thank you, Megan. Victoria, hopefully I answered your question a little bit or give you an idea of where to go.

Erin, “What do transition services look like for HS?” -- high school, I assume you mean – “Should a DOR counselor be present at IEP meetings starting at 9th or 10th grade?” They should. Again, a little different at every state, they should be present at the age of 14. That is when your child should have a transition plan on their IEP. And in a lot of states, they don't. That's the reality. They absolutely should be there by 18, but they really should be by 14 and you should push for that. 

The Department of Rehab, even if a child has, or youth, but I am going to say child, has additional disabilities, the Department of Rehab, what they try to say is your child is not applying to rehab services because it is not going to be ongoing support. That might absolutely be true, what Department of Rehab are still responsible for, even for students who have additional disability, is the vocation evaluation part of it. That, they're on the hook for. Again, there are some states that do that well and some states that do not do that particularly well. But they are absolutely mandated to do that, and a lot of the new employment laws, what is known as WOAI, Workforce Innovation and Opportunity Act, they are absolutely required to do that piece.

Erin, did that answer your question? There's another parent chiming in for you. Excellent. Thank you, Victoria.

>> MEGAN COTE: Sam, there is a question about, “What is an Intervener.” Do you want to answer that, or do you want me to?

>> SAM MORGAN:  You can answer that. Go ahead.

>> MEGAN COTE:  So, an Intervener is a one-on-one direct support for an individual who is deafblind who provides environmental access to information that typically an individual with deaf-blindness misses because of their limited vision and hearing. So they are highly trained, in an ideal situation, to know how to provide those types of support to that individual so they don't miss what sighted and hearing people [indiscernible] to make sense of what is happening around us and what is being done around them. 

>> SAM MORGAN:  Great. Katrina put a comment, there's a great webinar on Interveners in the CHARGE Syndrome Foundation website. That's great.

I just want to go up, Christine, you say you're an Intervener in Louisiana. What I want to say, you say we are trying to make it the norm, it will take time, I agree with you. What I would say to everyone is, if you want to make it happen in your state, you've got to have a plan. It's not going to happen through individual advocacy. You've got to have a plan. You've got to get stakeholders together who are interested in making it the norm and coming up with a plan to do that. That is certainly something we can have conversations with people about, and we want to get your state defined projects involved in that, as well.

Jeanette, “Does New Jersey have a Department of Rehab?” They do. They also have a Commission for the Blind. Some states, it's a little convoluted, some states only have sort of a vocational rehab department that covers everyone and some state have a vocational rehab department and then they have either commission for the blind and some states have a commission for the deaf. Rehab services for people who are visually impaired or hearing impaired fall within those different departments. That is a little different, and you just have to investigate that. What I would say, if your state has a commission, a commission or a Department of Rehab specifically for blindness or deafness, you should be getting in touch with them.

Joanne, thank you for that. Jeanette, the Commissioner for the Blind might be able to answer this question. And Iva used to work with the Deaf-Blind Project, and she is a Commissioner for the Blind in New Jersey.

Jenn Kile, “My son has a one on one, but not trained as an Intervener. Is that training available in Ohio?” I cannot answer that off the top of my head, Jenn, but you should reach out to your deaf-blind coordinator in Ohio and you should find that information on our website.

Lydia Merrill, “Is there some kind of timeline available within the deaf-blind website about what families should be working on and preparing for, based on the child's age?” In terms of transition, yeah, there is. If you look at the READY tool, they have it laid out in terms of transition. In terms of education, the answer to that is no, because it's really so individualized.

There are, Perkins put out educational guidelines a number of years ago. They're pretty dated at this point, but I think there's still a lot of good information in them. If you go to the Perkins website or just Google educational guidelines, deaf-blind, Perkins, it will come up. And, I believe you can download a PDF for free.

Arkansas has rehab and WSB -- I'm not sure what that is -- they can join forces. Contact everyone we have, CAYSI, and they're great. [indiscernible] is phenomenal, she really is. And she is doing some work, not around Interveners, but around transition. You've got some great partners in your state there that you could potentially do some things with. So some good stuff to start there. 

Patti, “This is a great resource for families on Interveners.” James, “Two Intervener certification programs....” That is true. Those are university-based ones. There are also State Deaf-Blind Projects use the [indiscernible] modules which were produced by NCDB and State Deaf-Blind Project, together. Then we have, through the PAR2A Center, the University of Colorado Denver, we have an online platform that we have developed, as well.

Lydia, "My daughter is only 2." That's okay. Never too early to start. But what I would say, if your daughter is only two, you can go to our website again, and you can look for The Sooner the Better, which is early practices for kids who are deafblind. That may give you some good ideas. Megan was instrumental in developing that, so she can talk about that more. If you want to reach out to Megan, she can give you a few pointers on things you can look for on there. But there is great information on The Sooner the Better part.

Thank you for that, Jody. We have [indiscernible] free, we encourage you to look at them.

>> MEGAN COTE: This is Megan, the other thing I would say about the Open Hands, Open Access modules is that because they are free and they are self-paced, I know several families have used them to build their own knowledge and skill and take individual pieces of modules and send them to providers or babysitters or family members to help provide care for their individual who is deafblind to actually learn about deaf-blind and how to be more effective in having quality interactions with their child. So don't think about them as only being resources that could be given to educators and support providers. Think about them as material that can help you build your knowledge and skills, explain to school districts why Interveners are important, to explain to teachers why intervention should be different for your child than an individual that is just deaf or visually impaired, that deaf-blindness really is, that combination of disability really creates a different pattern for intervention strategy and interaction. So you can use them in your advocacy as well, to raise awareness about what is deaf-blindness, does it matter, and how should I interact differently with an individual, because of it? 

And, The Sooner the Better remark, I know we were getting questions about Lydia about her young one. The Sooner the Better, the framework has little videos that are pretty magical, anywhere from 10 to 40 minutes long, where a woman named Barb Purvis [sounds like] is talking about what intervention looks like for infants and toddlers with combined vision hearing loss. Those are things you can turn around and send to practitioners to inform them about your individual child. Daughter. Your daughter.

I am not seeing any more questions. Lydia says thank you. You're very welcome. Again, if you struggle to find any of this stuff, please reach out to any of us, because we are an email or phone call away. And all of the initiative contact information is on the homepage for their initiative, so you can find them really easily. 

I see Jenn is typing. So we will wait a minute for her question. This is been very helpful. Thank you. Great.

Minnie, on that note, I am going to have you put the link for the survey in the chat pod, then you can close out this evening's webinar. 

>> MINNIE LAMBERT:  Okay, let's see if this will work. There it goes. So, now that everybody's brain is charged up, it's time to stop. [LAUGHS] So on behalf of the CHARGE Syndrome Foundation, I would like to thank both Sam and Megan for sharing their expertise with us tonight. I would also like to thank Robbin Bull from the National Center on Deaf-Blindness, for ensuring that the technology worked well for our webinar tonight.

We have one quick favor, for everyone to click the link and take the Survey Monkey quick survey. It will take about two minutes to get it done and tell us what you thought about the webinar. We would surely grateful. We do capture this and we use it as we continue to plan more webinars. 

We hope you will join us for our next webinar in our series of Webinar Wednesdays. It will be on February 19, and the title is Lessons Learned, and we have a parent panel this time, from 8 o'clock to 9:30 PM Eastern standard Time. Same time, same place. We will have a panel of magnificent families to tell you about their journey and share their perspectives with you. 

We want to give one last thank you to our presenters and all of the attendees. We hope you have a wonderful remainder of your evening, and thank you for supporting the CHARGE Syndrome Foundation.

>> MEGAN COTE:  Thank you, everybody, for joining us tonight and sticking with us. We really appreciate it. We look forward to you contacting us, connecting with us, and using our resources and services. Have a good night.

[END OF TRANSCRIPT]
